Background
Universal newborn screening for sickle cell (SC) disorders and cystic fibrosis (CF) has recently been implemented across England as part of the NHS newborn blood spot (heel prick) programme. The aim is early identification and treatment of babies affected by these disorders, but screening can also identify infants who are healthy carriers of the conditions. Differences between newborn screening for SC and CF are that identification of newborn SC carriers is relatively common while identification of newborn CF carriers is rare. Also, antenatal carrier screening for SC means parents may be more prepared for the possibility of their newborn being a carrier, and this clear result is available following the newborn blood spot alone. A two-stage screening process for CF means parents experience the newborn blood spot, an initial result suggesting increased risk of CF, with need for a second blood spot sample, before being later informed their child is a carrier. Apparent carriers of CF also have a small residual risk of being affected with CF.
Knowledge of a child's carrier status and its implications may be helpful as this can have reproductive implications for the child, parents, and their wider family. Parents of infants identified as carriers must be informed of their baby's result. However there is a lack of knowledge of current practice nationally, and lack of evidence internationally to inform the most effective ways of doing so, in particular from parents' experiences.
Objectives
The study aimed to describe and explore current practice, methods and experience of communicating carrier status information following newborn screening for CF and SC disorders, to inform practice and further research. The study sought to address the following questions:
• What is current practice for communicating carrier status information following newborn screening for SC disorders and CF in England?
• 
Recommendations for research
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